The progressive increase in life expectancy has had an effect on people with disabilities in general and those with intellectual disabilities (ID) in particular ([@bib0135]). We find ourselves facing a social phenomenon which poses significant, unexpected challenges, and key amongst those challenges will be the political and professional response to both the new needs these older people with ID present, and the exacerbation of already existing needs ([@bib0025], [@bib0110], [@bib0120], [@bib0180]).

[@bib0160], [@bib0165] quality of life model, which has evolved into a validated multidimensional conceptual model composed of core domains and domain indicators (i.e., personal development, self-determination, interpersonal relations, social inclusion, rights, emotional well-being, physical well-being and material well-being), has the same components for all people, has both subjective and objective components, is enhanced by self-determination, resources, purpose in life, and it is experienced when the person\'s needs are met ([@bib0150]). This model includes among its premises meeting the needs of people with disabilities as a fundamental principle for personal wellbeing, highlighting the evaluation of those needs ([@bib0170]). In old age these needs are accentuated, as the problems associated with the disability, which may involve significant limitations and adjustments, are added to by problems due to the ageing process itself. The changes and adjustments affect various areas. The physical disorders most often found in the population of older people with ID are related to problems of mobility, the senses and endocrine system along with cardiovascular, respiratory, joint and bone issues, problems which are more pronounced and serious than in the general older population ([@bib0075], [@bib0210]). Cognitive decline and mental health problems also particularly affect this group. The most commonly referred psychological problems include; the lack of ability to communicate feelings, react to stress or tolerate changes to routines, depressive feelings and the presence of dementia, especially the increased propensity to Alzheimer\'s in adults with Down syndrome up to 30 years earlier than in the general population ([@bib0070], [@bib0080], [@bib0115], [@bib0210]). In addition, social interaction and participation decreases significantly due, amongst other things, to the difficulties of access owing to frequent existing obstacles, changes of residence, and the loss of loving ties ([@bib0095]). In order to properly assess and use personal outcomes, it is necessary to develop psychometrically sound measurement instruments that are based on an empirically validated quality of life model ([@bib0015], [@bib0055]).

Despite the importance of this topic, the majority of the scientific literature has centered on the group of people with ID as a whole, without dealing with the specific needs of those who are ageing (e.g., [@bib0090]). The scarce data in the published literature indicate that these older people\'s perceived needs are related to personal health, economic resources, health resources, social service resources, and the presence of obstacles ([@bib0005], [@bib0130], [@bib0140]). As in the general elderly population, these needs have often been neglected and forgotten ([@bib0050], [@bib0085], [@bib0120]), which is why it continues to be a topic that lacks empirical foundations and why there has been hardly any development of evaluation instruments aimed at this construct. In summary, according to the current research perspectives on this topic ([@bib0155]), the aim when assessing these needs is to improve personal results and to increase the evidence-based practices that enhance the quality of life of people with ID. All at once, to emphasize the importance of the people with ID involvement in the design and implementation of their person-centered planning ([@bib0155]).

While there are various useful instruments for the assessment of quality of life in people with ID in adulthood and in old age in the Spanish context (e.g. INICO-FEAPS scale; [@bib0200]. The San Martín scale; [@bib0195]. And the Personal Outcomes Scale; [@bib0055]), there is only one specific instrument which can identify the profile and level of support needs in this stage of life (Support Intensity Scale, SIS; [@bib0190]).

For these reasons, and following the latest research on ID ([@bib0175]), the general aim of this current study is the development and validation of a structured interview- Interview for Needs Assessment of Ageing People with Disabilities, ENDE. This instrument will allow the collection of information about perceived needs in older people with ID, the personal problems which affect them most, the outlook for the future that they see, and the solutions that they consider most appropriate to meet their requirements. Secondly, the influence of different variables, identified as relevant in the literature, will be analysed, such as sex, age, habitual residence (living at their own homes or in residential accommodation) and assessment method (self-application or information collected by others).

Method {#sec0005}
======

Participants {#sec0010}
------------

The interview was given to a convenience sample made up of 1,173 people with ID who were resident in 16 of the 17 autonomous communities in Spain. Women made up 41.6% of the sample. The age of those assessed ranged between 35 and 80 (*M* = 52.27; *SD* = 7.5). In terms of habitual residence, 48.70% of the participants lived in their own homes, while the remaining 51.30% lived in residential accommodation. Considering the degree of recognized disability (based on R.D. 1856/2009, December 4) 88.4% of the participants showed a degree larger than 65% while the remaining 11.6% showed a disability between 33 and 65%. In 28.7% of cases the person with ID themselves provided the information and data about their needs and requirements (self-application), because their verbal ability (i.e. understanding and verbal expression) were adequate to respond to interview items (the participants mostly showed basic skills in reading and writing). The remaining 71.3% of responses to interviews were given by families (18.7%) or professionals who knew the person with ID well (52.6%). In these cases, the requirements for responding the interview were: (a) knowing the participant for at least six months and (b) having sufficient opportunity to observe the participant for long periods of time along several situations.

Instrument {#sec0015}
----------

The structured interview was created with a combination of 128 items allowing the evaluation of the following areas: perceived needs (split into six categories: personal health, economic resources, health resources, social services resources, physical and social obstacles, support measures and networks), personal problems, future outlook, institutional measures and support, and solutions needed. These items were developed by independent experts in ageing and disability according to recent recommendations in the psychometric literature ([@bib0125]).

A study was carried out in order to refine the initial items and obtain evidence of content validity with the participation of a panel of 20 experts with significant experience in disability in both practical and academic fields. The study was performed in two phases: firstly, to evaluate suitability, all of the items were presented for the experts to assign each one to the area they thought relevant. In the second phase, the same experts judged the relevance of each item in terms of evaluating the area it had been assigned to.

Procedure {#sec0020}
---------

Once the instrument met the psychometric requirements, contact was made with organizations that provide services to people with disability in the various communities in Spain, explaining the aims of the research and requesting participation. The research team communicated with those organizations who showed an interest in participating. The Ethics Committee of the hosting University granted ethical approval. The principles for conducting research contained in the Declaration of Helsinki were respected. Permissions and informed consents were collected by participating organizations or provided by family or professionals. Removing names and using identifying codes that were not known by the researchers guaranteed confidentiality and anonymity.

Data analysis {#sec0025}
-------------

Validation of the instrument was accomplished by analysing the results of the expert panel, removing those items which failed to achieve agreement from two thirds of the judges (i.e., 14 similar responses) on the appropriateness of their assignment to an area of evaluation. Then, the Content Validity Coefficient was calculated (CVC), which considers the number of participating experts, reducing possible bias in the evaluation ([@bib0145]). As an index of double validation, Aiken\'s *V* coefficient was calculated ([@bib0010]), which allows the estimation of confidence intervals independently of the shape of the underlying distribution. In addition, owing to the low variability in the experts' responses, the cosine between the scores the judges awarded for items belonging to different areas was calculated in order to analyse consensus among their opinions.

Once the final instrument had been defined (<https://goo.gl/Cb0BJI>), multidimensional scaling was used to graphically analyse the proximity and relationships as perceived by the participants between the various evaluated areas ([@bib0060]). The graphical solution was limited to two dimensions for simplicity. The procedure locates each category in each of two dimensions. Large distances between categories in this two-dimensional space indicate dissimilarity between the categories ([@bib0045]). This procedure was applied to the data belonging to the *perceived needs* area, using the Proxscal method to create the data proximities. The goodness of fit to the model was tested using the Stress index ([@bib0105]).

Finally, the fit of the data to the normal distribution was tested using the Shapiro-Wilk test. A study was performed of the differences of means for each of the areas making up the interview in terms of predictive variables: sex, age, habitual residence, and assessment method. The total score of each participant was obtained based on the number of perceived needs in each area. Owing to the violation of the assumption of normality, this study of differences of means was performed using the Mann-Whitney U statistic, the effect size was estimated using Cliff\'s delta ([@bib0065]).

Results {#sec0030}
=======

Evidence of content validity {#sec0035}
----------------------------

Items were removed from the original instrument if there was a lack of agreement on their relevance to an area. In addition, the area institutional measures and support was removed as the items in this area were mostly classified by the experts as relevant to the solutions needed area. Following that, items which had a CVC lower than .80 were eliminated, leaving a total of 93 items grouped into the four previously mentioned areas with a total CVC of .89. The areas with lower values of Aiken\'s V coefficient were solutions needed and social support networks. Both gave a coefficient of .85 \[.75-.91; CI = 95%\], which indicates high representativeness with respect to the content evaluated. In all other cases the coefficients were higher. Furthermore, the values of the cosine matrix between the experts' scores of item relevance were above .93 in all cases.

Multidimensional representation of perceived needs {#sec0040}
--------------------------------------------------

Once the final version of the instrument was determined, the multidimensional scaling process was applied. The aim was to analyse the relationship between the different categories making up the area of needs as perceived by the participants and to see which are closest for them. The model gave a Stress value of \< .001, indicating an excellent fit according to the criteria of [@bib0105].

As can be seen in [Figure 1](#fig0005){ref-type="fig"}, dimension 1 defines a continuum going from those needs related to personal aspects and the immediate environment to those needs more associated with contextual, more external factors. Needs related to personal health, individual and family economic resources are on the left of the chart, more social aspects in the middle, and health resources on the right. Dimension 2 goes from needs related to service provision, such as economic and health resources, to those which are more relational, such as social services, social barriers, and social support measures and networks.Figure 1Graphical solution of multidimensional scaling of the area of perceived needs.*Note.* ER= Economic Resources; PH= Personal Health; HR= Health Resources; SSR = Social Services Resources; PSO= Physical and Social Obstacles; SMN= Support Measures and Networks.

Study of differences {#sec0045}
--------------------

The differences in means were statistically significant in practically all areas in terms of the predictive variables ([Table 1](#tbl0005){ref-type="table"}). In general, men and those participants who use residential services tended to indicate more needs, problems and solutions. In terms of the way the interview was conducted, where participants themselves answered the interview questions, they related more needs, whereas in cases where the answers were given by third parties this tendency was reversed, with the proxies giving more solutions, future perspectives, and personal problems.Table 1Study of the difference in means in terms of predictive variables.Table 1AreasSexAgeHabitual residenceAssessment method*p*δ*p*δ*p*δ*p*δPersonal health**.01**.09**.01**.09**.03**.07**\<.001**.15Economic resources.39.03.20.04**.02**.07.07.06Health resources**\<.001**.10.62.02.27.04**\<.001**.20Social services resources**.03**.07.84.01**\<.001**.09**\<.001**.11Physical and social obstacles**\<.001**.11.24.04.23.04**\<.001**.20Support measures and networks**\<.001**.16**.03**.08**\<.001**.18**.02**.08Solutions needed**\<.001**.10**\<.001**.14**\<.001**.26.57.02Future outlook**\<.001**.10.07.06**\<.001**.17**.03**.07Personal problems**\<.001**.13.62.02.23.04.39.03[^1]

With respect to age, bearing in mind previous studies which indicate that as people age, their needs increase considerably ([@bib0130], [@bib0135]), the participants were divided into two groups: those 54 and under, which grouped together adults in the early stages of ageing (67.70% of participants), and those over 54 (32.30%), in the later stages of the ageing process. The results show that the older group tended to indicate more needs, except in personal health and health services, where the pattern is reversed. Despite this, statistically significant differences were only observed in personal health, social support measures and networks, and solutions required. While bearing in mind the differences, it is worth underlining that the effect size is small in almost all cases.

Discussion {#sec0050}
==========

Although the Interview for Needs Evaluation of Ageing People with Disabilities (ENDE) can only be considered a first step towards the evaluation of this construct, it answers the growing demand for evaluation instruments with appropriate psychometric properties for people with ID ([@bib0030], [@bib0120]). It has sufficient evidence of content validity for suitability and relevance, with a CVC greater than .85 in all cases being especially notable.

The results of the multidimensional scaling of the participants perceived needs show two clearly defined dimensions which is consistent with results from previous research. Personal needs, specifically those related to health (e.g., daily individual care, and functional limitations which were the most identified) were seen to be very close to economic resources (e.g., family economic situation, economic independence). This proximity is logical given that a high level of functioning and minimisation of negative consequences are vitally important factors to these people, and individual or family solvency eases access to resources which provide significant health improvements. However, older people with ID do not have sufficient guaranteed economic rights ([@bib0130]), so it is no surprise that an increase in pensions was the most requested solution amongst the participants. In this continuum there was also proximity between physical and social obstacles (e.g., societal acceptance and the presence of architectural obstacles) and items concerned with social support measures and networks (e.g., where and who to live with in the future, and the future of the family). In fact, full social inclusion for these people will only happen with the elimination of prejudice and current stereotypes about them and with the eradication of myths about ageing ([@bib0035]). In that respect there is significant consensus about the principles of action needed in order for this group to have a good quality of life as they age. Such actions must be aimed at reinforcing their inclusion in the community, their self-determination, and helping them receive maximum family support ([@bib0085], [@bib0110]).

Needs related to social service resources, the category with the third highest number of responses, are perceived by the participants as closest to those related to health resources. This goes from needs at an individual level, or in the immediate environment, to those needs at service provider level, both social (e.g., home help, the need for more and better social centres and residential services) and health (e.g., improvements in hospital and home care quality, more and better health centres, and access to physiotherapy). The significant shortcomings in these services, which have been well documented in the literature (e.g., [@bib0130], [@bib0140]), impede access for older people with ID, whether to routine medical attention, or to leisure or free time activities. In addition to that there is the fragmentation between health and social services, and the absence of specific and coordinated responses. Faced with this situation, the participants demand as a matter of urgency and priority, better training for health and social service professionals in topics related to ageing in this group and increased leisure services, among many other solutions.

The results of this study show that the needs, solutions, problems and future perspectives perceived and indicated by those with ID who completed the interview are mediated by interaction with specific predictive variables. Those who live in residential environments indicate more needs in all areas of the interview than those who live in their own homes. These results support the proposal in Article 19 of the United Nations Convention on the Rights of Persons with Disability ([@bib0185]). According to that article the most effective model for ageing people with ID is one which fits support and services to the reality of the person, where they live, without the creation of specialised segregated services away from the place where the person grew up or has lived for many years. The problem lies in the lack of policies which facilitate these objectives ([@bib0040]). In terms of age and sex, the data indicate that, in general men and older people perceive and indicate more needs, solutions, and problems. There are very few studies in terms of sex which have covered the specific topic of needs and the results are usually rather inconsistent ([@bib0005]). In contrast there is empirical support regarding the increase in needs with advancing age, especially due to the presence of the high comorbidity of disorders ([@bib0075], [@bib0120], [@bib0130]). Finally, the differences in terms of interview completion show that older people with ID indicate more needs in all areas while families and professionals give more solutions (e.g., help for daily personal care and increased family help), more personal problems (e.g., health problems and difficulty in making decisions), and future perspectives (e.g., living with a good quality of life and personal autonomy). These differences might be due to the fact that the *proxies* see the need for more support in this stage of life in which people face the dual difficulties of ageing and disability. In fact, both intervention programmes and policies about the needs of this group should be transversal and cover micro- to macro-social aspects, as the results of the multidimensional scaling indicate.

In summary, and in line with some other authors (e.g., [@bib0050]), the information collected by this instrument may be of great use not only to professionals in providing appropriate support to older people with ID, but also to their families and, of course to the older people with ID themselves by having data about needs and solutions that facilitate and promote an active lifestyle in this stage of life. Despite the adequate psychometric properties of this interview, this study does have some limitations. The main limitation is that, although the number of participants was high and from diverse origins (from practically all of the autonomous communities in Spain), they were evaluated using a convenience sample, limiting the evaluation to those who agreed to participate in the study. In addition, although the interview allowed two methods of completion, a high percentage of the answers were given by third persons, so work remains in looking more closely at people\'s own perspectives through self-reporting and removing possible obstacles in the process, such as those related to limitations in communication and comprehension ([@bib0020], [@bib0100], [@bib0170], [@bib0175]). Despite this, the main challenge must be to provide the opportunity to people with ID to participate in their own assessment for exercising their right of self-determination ([@bib0205]).

Future lines of research should aim to develop similar instruments which can be adjusted to the peculiarities and special needs that certain subgroups, such as ageing people with ID, can present. The results of these standardised evaluations can guide approaches to modernise policies and professional practice most effectively for the promotion of healthy, active ageing for this group of people.
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[^1]: *Note*. p = associated probability; δ=Effect size (Cliff\'s Delta).
